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Synopsis...........c.cciiiiiiiiiiiiiiiiienen

The Supplement on Aging to the 1984 National
Health Interview Survey contained questions about
hospices and the hospice concept. Respondents
were asked about their familiarity with and per-
ceived access to hospice services. Nearly 53 percent
of respondents aged 55 and older were unfamiliar
with the hospice concept. Of those familiar with
hospice, only approximately one-half (48.5 percent)
reported that it is available if needed. Age was
strongly, linearly related to familiarity with hos-
pice; those over 85 were less likely to know of it
(76.6 percent). Female respondents were more
knowledgeable than men at all ages. Prior history
of cancer and higher education levels were also
associated with knowledge of hospice.

AWARENBSS OF THE AVAILABILITY of a service is
an obvious prerequisite to its use. Lack of knowl-
edge of the availability of health services is consid-
ered an access barrier which is potentially as
influential as consumers’ attitudes, geographic loca-
tion, and financial limitations (/,2). In an era of
rapid changes in the organization of health ser-
vices, consumers’ lack of understanding of the
structure of health care may be a barrier to the use
and expansion of services shown to be cost-
effective (3,4).

During the last 15 years, the hospice concept has
evolved from a social movement into a unique
service benefit covered under Medicare and other
third-party payors (5,6). Several studies suggest
that the hospice may be a less costly, less institu-
tional alternative to conventional care for terminal
cancer patients; to date, no study shows hospice to
be more costly than conventional care (6,7).

The growth of the U.S. hospice movement has
been remarkable. Since the first hospice began
receiving patients in 1974, the number of hospices
in the United States has grown exponentially. In
1986, there were 1,418 hospices registered in the
listing of providers compiled annually by the Na-
tional Hospice Organization, with at least one in
every State (8). Media attention on the hospice
concept has been substantial. The proportion of the
potentially eligible population (based on the num-
ber of cancer deaths in a geographic area) served
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by hospices reached 30 percent as early as 1981 in
selected counties (9). More recently, estimates of
eligible patients served by hospice have exceeded 40
percent in areas in Kentucky (10).

Another approach to assessing the potential in-
fluence of the hospice concept on the medical care
system is to determine the general public’s familiar-
ity with hospice services, particularly older persons
and those with cancer who might eventually use the
service. This study reports the results of analyses of
data from several questions about respondents’
awareness of hospice in the Supplement on Aging
(SOA) to the 1984 National Health Interview Sur-
vey (NHIS).

Methods

The National Health Interview Survey has been
conducted since 1957 by the National Center for
Health Statistics (NCHS). Each year a nationally
representative sample of housecholds participates in
personal interviews, answering questions on basic
health, demographics, and other selected health
topics of current interest. A complete description
of the NHIS design and procedures has been
published (11,12).

In 1984, the NHIS sample included approxi-
mately 41,000 households; basic health and demo-
graphic information was obtained on about 105,000
persons living in those households. The special



health topic that year was health of the elderly.
The questionnaire was referred to as the Supple-
ment on Aging. It was designed to collect informa-
tion on all persons 65 years of age or older and a
randomly selected 50 percent of persons 55-64
living in NHIS sample households. SOA interviews
were completed for 16,148 persons—96 percent of
eligible persons.

When weighted to adjust for the sample design
and nonresponse, the sample can be used to make
reliable estimates to the total United States, civil-
ian, noninstitutionalized, community-dwelling pop-
ulation aged 55 and over. The statistics in tables 1
and 2 represent weighted estimates for that popula-
tion and include the estimated sampling error
(standard error) for each statistic. Sampling errors
were estimated using a pseudo-replication technique
for typical statistics. A regression curve was fitted
to those estimates, and the formula for that curve
was used to compute the standard errors shown in
this paper (13).

Two questions on hospice were included in the
SOA:

1. ““Are you familiar with the term ‘HOSPICE,’
that is, a service for the terminally ill?”’

2. (IF YES) ““Is there a hospice or an in-home
hospice service in the (metropolitan area/county)
that you could use if you needed one?”’

The analyses we present exclude cases with miss-
ing data and those interviews conducted with proxy
respondents. It is reasonable to assume that respon-
dents unable to answer such questions (requesting a
proxy) would be less aware of new health services
options like hospices or would at least not be in a
position to choose them independently. For the
under 85 years subgroup, the potential bias arising
from missing data cannot be large because the level
of missing data is relatively low, ranging from 9 to
12 percent. However, for the 85 and older age
group, the bias could be significant because data
are missing for more than 40 percent.

In both table 1 and table 2, the category familiar
with hospice and available in area represents those
persons who answered ‘‘yes’’ to both hospice
questions. Respondents who answered “‘yes’’ to the
first question and ‘“no” or ‘‘don’t know’’ to the
second question are in the category familiar but not
available or unknown availability. Those who an-
swered ‘‘no’’ to the first question are in the
category unfamiliar. Therefore, a ‘‘yes’’ or ‘‘no”’
response to the second question reflects only the
respondent’s perception and not necessarily the

actual availability of hospice services. It was not
possible to link respondents’ residential location
(for example, county) with information about the
location of hospices nationwide since SOA data are
only tabulated according to four national geo-
graphic regions and urban and rural status. Conse-
quently, it is not possible to ascertain the validity
of respondents’ perceptions of the availability of
hospice services.

Results

Table 1 presents the three categories of response
to the two questions about hospice awareness by
age, sex, education, and residence status in a
standard metropolitan statistical area (SMSA) and
geographic region. Nearly 77 percent of respon-
dents, ages 85 and older were not familiar with
hospice, while only 47.9 percent of respondents
between 55 and 64 years of age were unaware of
hospice; of the younger group, 26 percent were
familiar with hospice and aware of the availability
of a hospice in the area, while only 9.7 percent of
the oldest respondents were similarly informed
about hospice. With each succeeding decade of age
there is a clear, substantial reduction in the level of
awareness. A robust trend in this direction also
exists for the response category ‘‘Familiar with
hospice but not available or unknown availability.”’
Older respondents predictably were also less likely
to be knowledgeable about hospice and its avail-
ability: about one-fourth of the youngest respon-
dents knew if a hospice was available, compared
with less than one-tenth among the oldest respon-
dents.

A strong linear relationship exists between level
of education and knowledge of hospice as well,
with the better educated being more familiar with
hospice services. However, even among the most
highly educated group, only 43 percent were famil-
iar with the term and confident of its availability,
and nearly 17 percent were unfamiliar with the
term.

The global SMSA-non-SMSA comparison in ta-
ble 1 suggests that, although persons living in the
urban SMSA environment were more likely to be
familiar with the term hospice and knowledgeable
about the availability of hospice services in their
area than was true for rural, non-SMSA respon-
dents, urban respondents were also more likely to
be unfamiliar with the concept. This seeming con-
tradiction results from the increased proportion of
non-SMSA respondents who, although familiar
with the term, perceive a lack of access to hospice.
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Table 1. Hospice knowledge by age, sex, education, geographic region, and SMSA residence status of respondents,
Supplement on Aging, National Health Interview Survey, 1984

Familiar, but not

Familiar with hospice available or Untamiliar
L and available in area unknown availability with hospice
Characteristics (thousands) Percent SE Percent SE Percent SE
Sex and age
Male:
All persons 55andover........................... 18,378 206 +.7 224 +.7 579 +.9
B5-64years .......... ... 8,878 23.2 +1.3 23.2 +1.3 53.6 +1.5
B5-7A years ..........c.oiuiiiiii i 6,369 20.2 +1.0 239 +1.1 559 +1.2
T5-84 y@arS ...ttt e 2,718 147 +1.4 184 +1.5 670 +1.8
85yearsandolder .................... ..ol 413 9.6 +29 9.2 +28 81.2 +3.8
Female:
All persons 55 andolder.......................... 25,490 247 +.7 26.0 +.7 49.2 +.8
B5-64 y0ars ..........c.iiiiiii e 11,199 282 +1.2 284 +1.2 43.4 +1.3
B5-74years ............i i 8,682 252 +.9 269 +1.0 48.0 +1.1
T5-84 YOars . ... 4,666 18.7 1.1 208 +1.2 605 +1.4
85yearsandolder .......................00ie.. 943 98 +19 15.7 +24 745 +28
Education
NOMB. ..ot 279 34 $22 00 +.0 966 +2.2
1-8 years 9,236 83 +.6 106 +.6 81.1 +.8
O-11 ¥0arS .. .ot e 6,141 144 +.9 231 +1.1 625 +1.2
High school graduate............................... 11,848 285 +.8 298 +.8 417 +.9
1-3yearscollege ..............ccoiiiiiiiiiiiii., 3,928 353 +£1.5 35.7 +1.5 290 +14
College graduate................ccovvviieninnnnennn, 2,076 394 321 37.2 2.1 23.4 +19
Postcollege ..............c.c.oiiiiiiiiiiiiii 1,505 430 +2. 404 +25 166 +1.9
Geographic region
All Northeast. ............... .. ittt 10,410 224 +.8 272 +.9 504 +1.0
Northeast SMSA ..............ccciiiiiiiiinnnn... 3,022 165 +1.4 221 +15 614 +1.8
Northeast non-SMSA ........................c..... 7,388 249 +1.0 292 +1.1 459 +1.2
AllNorthCentral ................cccviiiiiiinnn.. 10,888 280 +.8 242 +.8 477 +.9
North Central SMSA. ....................cooae. 2,899 305 +1.7 19.7 +15 498 +1.9
North Central non-SMSA.......................... 7,989 27.7 £1.0 25.8 +1.0 46.5 +1.1
AllSouth ... i 14,009 180 +.6 208 +.7 61.2 +.8
South SMSA. ... ..ot 3,510 252 15 17.8 +1.3 571 1.7
Southnon-SMSA. ...ttt 10,499 158 +.7 221 +.8 62.1 1.
AlLWeSt. ... e 7,627 259 +1.0 28.2 +1.0 459 1.1
West SMSA ... 2,243 296 +1.9 243 +1.8 46.0 +2.1
Westnon-SMSA ............... i 5,384 243 +1. 299 +1.3 458 +1.4

SE = Standard error, SMSA = St

politan Statistical Area.

Overall, of those who answered that they were
familiar with hospice, SMSA residents were more
likely to feel that they have access to hospice
services (45 percent versus 53 percent) than were
non-SMSA residents.

Examining this relationship within each geo-
graphic region revealed an interesting interaction.
The Northeast was the only area where SMSA
residents were less likely than the nonurban respon-
dents to be both familiar with hospice services and
aware of hospice availability. The opposite pattern
is found in the North Central, Southern, and
Western Regions with respect to the familiar and
available category, with awareness being higher in
SMSA locations. In each of these geographic areas,
for those respondents familiar with hospice, per-
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ceived lack of access to services was lower among
SMSA respondents. While a slightly higher percent
of SMSA residents were unfamiliar with hospice in
the North Central and Western Regions, this was
not true in the South. In that area, a lower
proportion were familiar with hospice, overall, and
the SMSA-non-SMSA differential is clear; those
persons living in non-SMSA locations were less
likely to be aware of hospice services or to feel that
hospice is accessible to them. Whether these per-
ceptions about the availability of hospice are true
cannot, unfortunately, be addressed with these
data.

Further analyses shown in table 2 examined the
knowledge of persons who have ever had cancer .
with those who have not, by age category. Current



Table 2. Hospice knowledge and cancer history of respondents, Supplement on Aging, National Health Interview Survey, 1984

Famillar, but not
Familiar with hospice avallable or Unfamiliar
and available in area  unknown avaliability with hospice

and age group (thousands) Percent SE Percent SE Percent SE

Hadcancer...........coiiiiiiiiiiiiiiiiiiiiinnnn,s 4,129 246 +1.6 283 +1.7 471 +1.9

B5-64 yY0ars ..........ciiiiiiiii e 1,379 244 +3.2 344 +36 412 3.7
B5-74years ...........ciiiiiiiiii i 1,620 28.0 +2.2 266 +2.2 453 +25
T5-84 YOS .......oovieennnniennanneenannnenns 978 220 +27 255 +2.8 526 +3.2
85yearsandolder ................... ..l .152 54 4+£3.7 98 +4.8 84.7 +5.8

Neverhad cancer.............ccoiiiiiiiiinnnnnnnn, 39,593 229 +.5 242 +.5 529 +.6

B5-64 YBArS .......oviiitiiiiiiii i, 18,634 262 +.9 256 +.9 482 +1.0
B5-T4Years .........cciiiiiiiii i 13,392 224 +.7 255 +.8 521 .9

T5-84Y0ArS ......covviitiiitiii i 6,372 . 165 +£.9 19.1 £1.0 643 +1.2
85yearsandolder ...................coiiiiain., 1,195 10.2 +1.8 139 +20 759 25

SE = Standard error, SMSA = Standard Metropolitan Statistical Area.

or previous experience with cancer was indicated by
respondents’ answer to the question, ‘‘Please tell
me if you have ever had cancer of any kind?”’
Generally, a history of cancer was associated with
only a slightly greater likelihood that the respon-
dent would be familiar with hospice (52.9 percent
verus 47.1 percent). Among those with cancer
experience, knowledge of hospice was greater than
that of noncancer respondents among the 75-84-
year-olds (22 percent versus 16.5 percent) but not
for those older than 85 (5.4 percent versus 10.2
percent).

Discussion

As the 1984 NHIS reveals, nationwide nearly 53
percent of respondents aged 55 and older were
unfamiliar with hospice. Of those familiar with
hospice, only 48.5 percent reported that such ser-
vices were available if needed.

Age was strongly, linearly related to familiarity
with hospice; those over 85 were least likely to
know of it. Female respondents were more knowl-
edgeable than males at all ages, supporting the
notion that women are more familiar with health
care options than men. Respondents reporting that
they currently or previously had cancer were only
somewhat more familiar with hospice than were
those without a history of cancer (40 percent versus
35 percent). Given the association between hospice
and cancer, this differential was smaller in magni-
tude than anticipated. Finally, we found that re-
spondents residing outside of SMSAs were more
likely to be familiar with hospice than their metro-
politan counterparts, due in part to the large
proportion of nonmetropolitan respondents in the
Northeast familiar with hospice. Additionally, non-

SMSA respondents who were aware of hospice
were less likely be aware of their availability than
were metropolitan respondents who knew of hos-
pice.

Our finding that the oldest old were least likely
to be familiar with hospice is consistent with other
reports in the gerontological literature, in which
researchers noted that older age is associated with
reduced knowledge of available services (14,15). In
interpreting these results it is important to recall
those requiring a proxy interview and the institu-
tionalized were not included in these analyses. Only
the relatively healthy, independent ‘‘old old” are
represented.

The population of patients using hospice services
has historically not been the “‘old old.”” A review
of numerous studies and hospice program descrip-
tions has shown that the average age of the hospice
patient is just over 65, with less than one-quarter
being older than 75 (6,16). The nursing home
population, characterized as the oldest old with
limited family supports, do not use hospice. These
data suggest that younger elders with a terminal
condition will continue to be more likely to exercise
the hospice option, while the widowed, old old will
continue to be served by nursing homes.

Access barriers, and not awareness of the avail-
ability of hospice services in the area, per se,
appear to be the deciding factor in determining
non-SMSA responses. Based on a review of table 1,
non-SMSA respondents who were familiar with
hospice were less likely to have access to knowledge
about a hospice in their area. The nonmetropolitan
regions actually had lower reported rates of unfa-
miliarity with hospice, with the South being the one
significant exception. In that region, metropolitan
areas seem to be characterized by both higher
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familiarity and access rates, as well as low unfamil-
iarity. The strikingly different pattern evident in
the Northeast is one of low familiarity and per-
ceived availability in urban areas. The greatest
SMSA-non-SMSA differential was observed in the
Northeast as well, where only 48.9 percent of
non-SMSA respondents were unfamiliar with hos-
pice, compared with 61.4 percent of metropolitan
residents.

Although the basis for regional variations is
difficult to determine, differences may be related to
the national maldistribution of hospices. Of the
estimated 1,400 hospices operating in the United
States, a disproportionate number are in the North-
east and California (8), and most are located in
urban or suburban areas. However, in the North-
east, and particularly in New England, a higher
number of hospices operate in rural settings. His-
torically, the majority of hospices in the Northeast
are strongly home care-oriented and emphasize
community organization and education. This pat-
tern of location may explain the low level of
familiarity with hospice services among urban
dwellers in the Northeast. Similarly, the metro-
politan-nonmetropolitan differential in the South
may be due to the concentration of hospices in
SMSA centers within that region.

Perhaps the finding of greatest interest is that
respondents reporting cancer were only somewhat
more likely to be familiar with hospice than were
those without such experience. Over the past de-
cade, considerable public and media attention has
been devoted to the hospice movement and discus-
sion of death and dying. That this message appar-
ently has not reached its intended target may be
surprising, but it is consistent with the research of
mass media health promotion campaigns; they
apparently have had little impact on the public’s
awareness of a particular issue (17,18).

If persons with cancer experience (who might
ultimately need hospice services) are relatively un-
aware of such services, how do they learn of them?
Recent research on the process of decision-making
in using hospice services provides some insight. In
a study of hospices, medical care providers, and
terminal cancer patients and their families in Ken-
tucky, Bonham and his colleagues found that
providers nearly always introduced the idea of
using hospice services (10). This study suggests
that, as in many areas of health care, demand is
induced by the supply of service, particularly when
the provider acts as the principal determinant of
service use (/9). From this perspective, patients do
not become familiar with hospice until the profes-
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sional community feels that it is needed. Until that
time, familiarity with the service may be like other
general knowledge factors—highly related to educa-
tional background and exposure to the specific
issue.

What do our findings say about the future
demand for hospice? Clearly, familiarity with a
service is not a guarantee that it will be used when
needed. Nonetheless, familiarity is a necessary pre-
requisite to individual choice of services. When our
findings are viewed in the context of the decision-
making process, they suggest that the patient’s or
family’s knowledge may not be as important as
other factors in determining future demand for
hospice. The low level of familiarity with hospice
we observed, coupled with the substantial use of
hospice services by the terminally ill, suggests that
the major determinants of future hospice use may
be more strongly related to providers’ knowledge
and awareness, the proliferation of hospices, reim-
bursement policy, and professional attitudes about
the appropriate use of hospice as a resource for
dying patients, rather than to the general public’s
awareness of hospice.
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SYNopSIS.......coiiiiiiiiii it

The first National Mortality Followback Survey
in 18 years was conducted by the National Center
for Health Statistics on a national probability
sample of adult deaths in the United States in 1986.
Data were collected on (a) socioeconomic differen-

tials in mortality, (b) prevention of premature
death by inquiring into the association of risk
Jactors and cause of death, (c) health care services
provided in the last year of life, and (d) the
reliability of certain items reported on the death
certificate. In addition to demographic characteris-
tics of the decedent available from the death
certificate and the questionnaire, information was
secured on cigarette smoking practices, alcohol use,
food consumption patterns, use of hospital, nurs-
ing home, and hospice care, sources of payment
for care, duration of disability, and assistance with
activities of daily living.

A rich body of data was collécted for analysis.
In a large pretest, response was-received from 87.3
percent of the next of kin of the decedents. The
pretest included several methodologic studies to
increase the level and quality of response in the
main survey. Response rates were compared for
data collection by mail, telephone, and personal
interview. A test of certified mail and first class
mail was conducted. Response to two forms of
different lengths was compared. An experiment was
also conducted on the effect of inclusion of boxes
for a ““don’t know’’ response. A public use data
tape is available from the National Center for
Health Statistics.

KNOWLEDGE ABOUT DEATHS, their amelioration,
or postponement is of consuming interest to public
health professionals, medical practitioners, and the
general public. The core of our knowledge about
this topic derives from the data collected in the

State-Federal cooperative system of registration of
births and deaths. Not available from this system
however, is information on important characteris-
tics of the decedent that may have affected mortal-
ity, such as patterns of lifetime behavior, experi-
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